Introduction {#S001}
============

Rehabilitation professionals in South Africa have seen the effect of people with HIV living longer but facing disabling effects of the virus, other comorbidities and associated side effects of antiretroviral therapy (Nixon et al., [@CIT0017]). Disability is progressively being viewed by the rehabilitation team through the lens of the World Health Organization\'s International Classification of Function, Disability and Health (ICF), which is concerned with the participation of an individual factoring in the environment and the psychosocial backdrop framing one\'s everyday life (Hanass-Hancock, Myezwa, Nixon, & Gibbs, [@CIT0014]; Myezwa, Stewart, Musenge, & Nesara, [@CIT0016]). Furthermore, disability may be permanent, temporary or even episodic in an individual living with HIV (Banks, Zuurmond, Ferrand, & Kuper, [@CIT0001]). Rehabilitation professionals need to approach HIV-related disability within this evolving context to address the dynamic needs of people living with HIV in South Africa.

The rehabilitation framework governing healthcare practice in public South African sectors is under scrutiny as researchers in the field of HIV and disability aim to identify and address the gaps embedded in these systems (Cobbing et al., [@CIT0007]). South Africa\'s current National Strategic Plan (NSP) for sexually transmitted infections (STIs) HIV and TB for 2012--2016 incorporate disability. This NSP recognizes people with disabilities as a key population and lists a number of services in relation to access, prevention, treatment, care and support. Although initial efforts are underway to integrate issues related to disability and HIV, more needs to be done to concretely integrate a rehabilitation model to guide delivery of care. Although the plan mentions the prevention of disability in objective three, it does not include any rehabilitation strategies such as physical, vocational and mental health interventions. In order to achieve comprehensive care and a long and healthy life for all South Africans living with the disease, rehabilitation has to be realized as a crucial component of HIV management in reducing disability (Chetty & Hanass-Hancock, [@CIT0005]; South African National AIDS Council \[SANAC\], [@CIT0022]).

Physical and financial accessibility of rehabilitation and sustainability of care influence health outcomes. A recent study in a semi-rural setting in South Africa explored the patients' perspectives on physiotherapy and revealed barriers to accessing hospital-based services. Patients valued the rehabilitation received but many were not able to maintain treatment. Barriers included financial constraints and physical access of services including transport (Cobbing, Hanass-Hancock, & Deane, [@CIT0008]). Home-based care has been discussed (Chetty & Hanass-Hancock, [@CIT0005]; Cobbing et al., [@CIT0008]; Roos, Myezwa, & van Aswegen, [@CIT0020]) as a solution to improve accessibility of rehabilitation interventions. Scholars (Chappell & Johannsmeier, [@CIT0003]; Rule, Lorenzo, & Wolmarans, [@CIT0021]) argue that community healthcare workers can be skilled to perform certain rehabilitation interventions with patients in their homes. It is thought that such an approach could be informed by decades of experiences with community-based rehabilitation (CBR) as well as experiences within the current task-shifting approach in public health. CBR is an alternative to the traditional central institution-based rehabilitation approach. It includes areas of health, education, livelihood, social participation and empowerment and is delivered through community care workers. Hence, it holds potential to deliver some degree of access to rehabilitation for people living with HIV in resource-poor settings (Finkenflügel, Wolffers, & Huijsman, [@CIT0012]; Rule et al., [@CIT0021]). The implementation of the CBR framework can be executed by rehabilitation professionals or trained community rehabilitation facilitators who have been trained to provide care and often also advocate for equality for people with disabilities in general (Chappell & Johannsmeier, [@CIT0003]). Although these approaches exist and could work in resource-poor settings, there is a lack of integrating these approaches into the response to priority programs such as HIV and AIDS or TB programs. Although research identifies gaps in the current rehabilitation frameworks (Chetty & Hanass-Hancock, [@CIT0005]; Cobbing et al., [@CIT0008]), more needs to be done to explore both barriers and facilitators of rehabilitation frameworks in South African settings as well as feasible approaches to offer comprehensive care to address the disabilities related to HIV and its comorbidities.

This study aimed to explore the current rehabilitation service as experienced by people living with HIV and the multidisciplinary healthcare team within a semi-rural setting in South Africa. It forms the first step of an action research study using a learning in action approach which aims to identify the shortfalls of the current model in order to conceptualize a potential model of care in the same community. These preliminary findings will lend itself to the rigorous review of experts in the field of HIV and rehabilitation in the current context in order to achieve a comprehensive model of care.

Methods {#S002}
=======

Research design {#S002-S2001}
---------------

An interpretive qualitative design using Van Manen\'s pedagogy to obtain depth and insight into the experience of participants accessing the existing framework of rehabilitation of people living with HIV was chosen. This technique provided the researchers with the tools to address the complexity of health services using a participatory approach by means of in-depth discussions with both the researchers and informants participating fully. It allowed researchers to go beyond the data to draw out explanations in phenomena and delve into hidden meaning embedded in words of the research participants (Van Manen, [@CIT0023]).

Study setting {#S002-S2002}
-------------

The study setting as defined in the introduction is semi-rural, meaning that it is away from the city center with limited infrastructure. The area has access to a 200-bed hospital and radial clinics. The hospital provides a service for 750,000 people. It is estimated that more than 250,000 of people living in the catchment area are HIV positive. Due to the dramatic increase in the number of patients suffering from AIDS-related illnesses, the hospital in the area has focused its attention on improving and increasing its capacity to render holistic health care to people living with HIV and their families through various projects. This study is part of such a project and is holistically aimed at developing a model of care to integrate disability and rehabilitation into HIV care at the study setting (Chetty & Hanass-Hancock, [@CIT0004]; Cobbing et al., [@CIT0008]).

Participant recruitment and sampling {#S002-S2003}
------------------------------------

Thirty participants were purposely recruited using maximum variation to explore various views of stakeholders from a semi-rural healthcare setting in KwaZulu-Natal, South (Patton, [@CIT0018]). They included the multidisciplinary healthcare team (doctors, physiotherapists, physiotherapy students who rotated through the site for clinical practice, dieticians, social workers, mid-level workers and community healthcare workers); site-affiliated non-governmental organization representative(s) and service users at the study setting. Twenty-one women and nine men participated in the discussion group. Once ethical clearance was obtained from the University of KwaZulu-Natal, South Africa, informed consent was obtained from the participants and relevant authorities. Participation in the focus group was voluntary and no incentives were offered. The biographical data and characteristics of participants are depicted in [Table 1](#T0001){ref-type="table"}. Table 1.Biographical data and characteristics of participants (*n* = 30).Characteristic variable number of respondents** **Persons living with HIV2Caregivers2Community healthcare workers7Dietician1Doctor1Nurses7Physiotherapists3Physiotherapy students4Physiotherapy assistants2Social worker1*GenderMaleFemale*921*Age of respondents (Years)*20--291130--391040--49550--593Over 601

Data collection {#S002-S2004}
---------------

The researchers conducted a focus group discussion adding a participatory paradigm with a guide exploring views of participants on the existing rehabilitation framework (Finch & Lewis, [@CIT0011]). The researchers developed a focus group guide following the review of relevant literature (Barbour, [@CIT0002]). The guide prompted views on the existing rehabilitation framework such as barriers to care, stakeholder responsibilities and recommendations on improving service delivery. However, it allowed for flexibility and interaction between researchers and participants on relevant views regarding HIV, disability and rehabilitative care. The discussions were conducted in English, with translations into isiZulu where necessary. Discussions were tape recorded and entered into NVIVO version 9. The researcher also noted nonverbal nuances. The raw data were transcribed verbatim by a research assistant immediately after discussions and disseminated among the key participants for verification. The participants were coded to ensure anonymity.

Data analysis {#S002-S2005}
-------------

The researcher has adopted the methodological approach of Van Manen ([@CIT0023]) by turning to the "nature of the lived experience, existential investigation, phenomenological reflection and concluded by phenomenological writing" in analyzing the data. Two researchers coded the narratives after extensive review and debriefing. Data were read, re-read and themes were identified as emerging from the data (Van Manen, [@CIT0023]). Rigor was achieved by using thick descriptions detailing accounts and settings as described by participants. Furthermore, peer debriefing by an expert in qualitative research served as a platform to discuss emergent themes. Finally, member checking which involved verification of findings by participants was also deemed critical to maintain rigor in this study (Creswell & Miller, [@CIT0009]).

Results {#S003}
=======

The study participants described the current rehabilitation pathway as in [Figure 1](#F0001){ref-type="fig"} as being centrally situated at the hospital. Patients who needed to access rehabilitation services to address bodily impairments or activity limitations had to visit the hospital or be referred to the hospital from the local clinics. The hospital offered limited services such as physiotherapy and dietetics and lacked major therapeutic disciplines such as occupational therapy and speech therapy. Figure 1.Current rehabilitation pathway at study setting.

The analysis of the data revealed several themes with regard to barriers and enablers. Participants identified barriers to rehabilitation such as environmental constrains, fiscal challenges and institutional limitations. [Table 2](#T0002){ref-type="table"} provides an overview of categories and themes. The results also revealed iterated themes from narratives which were integrated into established existing frameworks of rehabilitation models that use four main categories: objectives, principles, enablers and settings as their foundation (Chetty & Hanass-Hancock, [@CIT0005]). Table 2.Summary of categories and themes.CategoriesThemesEnvironmental constraintsCentralization of services Commute obstructFiscal challengesFunding feudInstitutional limitationsStaffing vs. workload dilemma Poor collaboration of multidisciplinary teamParticipants' recommendationsEducation Proposed model of care

Environmental constraints {#S003-S2001}
-------------------------

The discussions among participants revealed that in their experience, centralization of services challenges patients' accessibility to integral care. Commute obstruct posed a further strain on patients, as they experience diverse challenges with regard to transportation to centralized services within hospital settings. Participants explained that patients experienced challenges in regard to time, distance and financial issues. For instance, patients had to travel several times to the clinic and hospitals for rehabilitation or medical care. In addition, some of them experienced difficulty walking longer distances to the clinics or were in need of transportation with a private car which they did not possess "Our patients don\'t have transport, it is a long hilly walk to the hospital and they are weak. (Community Care worker 5)"

Participants felt that rehabilitation should be offered at the local clinics and as home-based care by trained care workers. Participants identified community care workers as more accessible to frail patients and to patients who were unable to access central services. There was vast agreement that the rehabilitation offered at the central hospital was beneficial, but participants believed that community care workers could receive adequate skills training to offer services to patients at nearby clinics and in the form of domiciliary care. The health science students from a local tertiary institution who are placed at the study setting for a clinical practice rotation were also seen as an asset as stakeholders believed that they could be sourced into the community clinics and offer home-based care if needed "If the rehabilitation team can\'t reach patients then community care workers should be trained properly to do rehab at patients home and at clinics. (Student physiotherapist 3)"

Fiscal challenges {#S003-S2002}
-----------------

It was echoed in the discussions that the financial challenges constraining households in the study setting was a barrier to accessing central services. Participants felt that patients were facing disabling effects of HIV limiting their optimal function and they were unable to resume or obtain employment. They explained further that patients were challenged by being unable to receive therapy to improve function and return to work due to scarcity of money to access these services "Patients are referred from clinic to the hospital for rehabilitation but they have no money to go the hospital, and there is no therapist at the clinic. (Nurse 3)"

Participants also explained that in their community, parents of children living with HIV who develop disabilities become caregivers and are unable to work and are faced with the burden of being unable to access health care due to financial constraints. Participants felt that the fiscal challenges facing their community form part of a vicious life cycle "Children with HIV and cerebral palsy need care, vaccines, rehabilitation but can\'t get to hospital because there is no money. (Physiotherapist 2)"

Institutional limitations {#S003-S2003}
-------------------------

A senior staff member at the hospital who participated in the study felt that the lack of staff to offer comprehensive health care affected the rehabilitation of people living with HIV. The rehabilitation team explained that the workload demand was extensive and the high number of patients made it difficult for the limited healthcare staff to offer adequate rehabilitative care. Furthermore, poor collaboration of the multidisciplinary team was a major concern among participants. A physiotherapy assistant verbalized her dissatisfaction of patients being discharged without consultation with the rehabilitation team or follow-up appointments being made. A community care worker felt that when patients were discharged from hospital, they were not reintegrated back into the community and rehabilitation ceased "Staffing-patient ratio is a problem. Large volume of patients and few staff creates a problem for rehabilitation. (Doctor)" "Patients are discharged without any discussion with rehabilitation team; there is no follow up at all. (Physiotherapy assistant 1)"

Participant\'s recommendations {#S003-S2004}
------------------------------

The lack of knowledge of caregivers and patients was seen as a hindrance to rehabilitation, as patients were not aware or made aware of the significance of the service. The healthcare team also felt that the ongoing education of all rehabilitation staff was essential to offer optimum care to people living with HIV in their community "Lack of knowledge of patients and caregivers is a big problem. (Nurse 1)" "Clinics should have pamphlets for rehabilitation and the physio can come once a month to promote rehabilitation. (Community care worker 2)"

The results of the group discussions were used to inform the design of an inclusive framework for a model of HIV rehabilitative care. The framework was informed by established integrated rehabilitation models (Chetty & Hanass-Hancock, [@CIT0005]). These models focused on four main categories: objectives, principles, enablers and settings. Stakeholders in this study proposed context-specific iterated themes to reflect in these categories as depicted in [Figure 2](#F0002){ref-type="fig"}. They emphasized that objectives need to be derived from existing policies, and focus on improved access to patient-centered care using a multidisciplinary team approach. They supposed that efficient communication, collaboration of all stakeholders and leadership in teams need to be the principles on which to build a comprehensive model of care. Education and training for professional healthcare staff and lay personnel within task-shifting approaches were seen as essential enablers. Participants identified the health facility as well as outreach services such as hospital, intermediate clinic, home-based care, outreach and CBR as important settings and structures for timeous intervention. Figure 2.Recommended framework informing model of care for rehabilitation.

Discussion {#S004}
==========

The study explores the existing rehabilitation framework at a semi-rural public healthcare setting in South Africa by engaging in discussions with the multidisciplinary healthcare team; site-affiliated non-governmental organization representative(s) and service users. The experiences of the participants highlighted barriers to rehabilitation and elements of a framework to guide the development of a context-specific model of care for the rehabilitation of people living with HIV.

In a first step, we identified the gaps in the current rehabilitation model at the study setting. Similar to previous work in this setting (Cobbing et al., [@CIT0008]; Hanass-Hancock & Alli, [@CIT0013]; van Egeraat, Hanass-Hancock, & Myezwa, [@CIT0010]), this study identified a lack of accessibility to centrally situated services was a major contributor to barriers of rehabilitation. van Egeraat et al. ([@CIT0010]), in exploring healthcare workers experience of HIV-related disability in the study context, found that healthcare workers felt challenged with the double burden of HIV and disability and often believed that it was beyond their scope to offer rehabilitation. They referred patients to the central hospital, but often did not receive feedback regarding the management. Authors suggested that community healthcare workers needed training and support to deal with the increased incidence of disability related to HIV.

In a subsequent study, Hanass-Hancock and Alli ([@CIT0013]) offered many of the local healthcare workers with training on the intersection of disability and HIV. On evaluating the impact of this training, they found that healthcare workers did make considerable improvement with attitudinal barriers and access to general health care, but they were less successful to change rehabilitation practice (Hanass-Hancock & Alli, [@CIT0013]).

Further evidence from the current study indicated fiscal challenges on both the service delivery side and the affordability of services. On the one hand, the funding feud delves into the vicious cycle between poverty, disability and rehabilitation. People living with HIV experiencing disabilities in this study were faced with financial constraints limiting them from attending the hospital-based rehabilitation sessions. Furthermore, they report being unable to return to work to obtain an income to supplement the cost of these visits. The cycle of not achieving optimal function through rehabilitation to return to work as a result of not having the financial means to access hospital-based rehabilitation sessions has been echoed by Cobbing et al. ([@CIT0008]) where patients benefited from the rehabilitation they received, but barriers such as lack of transport to get to their nearest hospital and lack of money to pay for transport prevented continuity of care. On the other hand, the lack of rehabilitation staff and allocation of resources to the rehabilitation system provided barriers to counteract this viscous cycle.

Participants in this study also identified structural challenges limiting rehabilitation such as poor multidisciplinary collaboration and lack of identification and referral as a barrier to rehabilitation. Similar observations were made by Chetty and Maharaj ([@CIT0006]) investigating the collaboration of healthcare workers concurred, indicting a lack of staff and collaboration as challenges to rehabilitation of people living with HIV. The lack of professional healthcare staff within the public healthcare domain has been of great concern in South African healthcare contexts (Cobbing et al., [@CIT0007]; Mayosi & Benatar, [@CIT0015]). Mayosi and Benatar ([@CIT0015]) report the migration of healthcare professionals to well-resourced countries such as Australia, Canada and the UK leaving South Africa under greater financial and workforce strain. The shortage of rehabilitation staff in the region is even more daunting, especially in resource-poor settings despite the large population of people in need of the service (Cobbing et al., [@CIT0007]). CBR offers one avenue to compensate for staff shortages in resource-poor settings. Community members, family of people living with HIV and people living with HIV themselves can be capacitated through task shifting and training to provide some form of rehabilitation within communities and homes (Chappell & Johannsmeier, [@CIT0003]). The empowering and skill development of community care workers and caregivers could be harnessed to address issues of accessibility. In the current study setting, people living with HIV needing rehabilitation have to access services at the centrally situated hospital. There are no rehabilitation services provided at the radial clinics. However, the community outreach center, which is a site-affiliated non-governmental organization, sends community healthcare workers into the community and into patient\'s homes to offer psychosocial support. Participants felt that the current model could be utilized through enabling these outreach services to provide CBR and home-based care approaches.

CBR has, however, not been sufficiently assessed with regard to its effectiveness within a South African rehabilitation healthcare setting. A study by Chappell and Johannsmeier ([@CIT0003]) on the impact of CBR implemented by community rehabilitation facilitators explored the broadened scope of the role of a mid-level worker in providing more than individual medical rehabilitation but also encompassed the advocacy for equalization of opportunities and community development. Potterton, Stewart, Cooper, and Becker ([@CIT0019]) have documented how caregivers can be enabled to perform home stimulation programs initiating significant improvement in the cognitive and motor development of children infected with HIV (Potterton et al., [@CIT0019]). Some studies report on health workers being able to overcome structural challenges. For instance, Rule et al. ([@CIT0021]) highlight how a community rehabilitation facilitator overcame the challenge of transport constraints in the public sector by advocating that taxi owners and drivers should create opportunity for people with disabilities to access their vehicles reporting improvement in accessing health services at the end of the case.

In a second step, we used the information of the participants to inform a framework that supports the development of an appropriate model of care. For this purpose, an integrated framework using a synthesis of Australian rehabilitation models was used as the lens to interpret participants' recommendations for the framework of care (Chetty & Hanass-Hancock, [@CIT0005]).

The four main categories, that is, objectives, principles, enablers and settings, are discussed congruently. Similar to this study, the synthesized framework depicted the improvement of access to care, reducing inequality in health status, providing safe, high-quality health care, promoting a patient-centered continuum of care and optimizing health services as being part of the objectives. Leadership and a multidisciplinary team approach were common principles in the frameworks; however, evidence-based practice as a guiding principle lacked attention by participants in this study. Education and training for rehabilitation service providers at all points of care were a common enabler in both frameworks, but task shifting to empower lay personnel such as community healthcare workers was seen as a key imperative in this study. Stakeholders involved in this study did not highlight the need for data management systems to manage patient information, which was a dominant necessity in the summary of the rehabilitation models used as the framework for the discussions. The specific setting, however, was commonly viewed as essential in providing appropriate timeous intervention within the delivery care system (Chetty & Hanass-Hancock, [@CIT0005]).

Conclusion {#S005}
==========

South Africa\'s NSP for STIs HIV and TB for 2012--2016 including disability in its design is a positive paradigm shift in health care for the country (SANAC, [@CIT0022]). Although rehabilitation is an identifiable missing component, South Africa is currently reviewing its rehabilitation frameworks. Although the study is limited to a single semi-rural healthcare setting, it offers pertinent evidence of gaps in the current rehabilitation framework and identifies key recommendations to facilitate the development of a comprehensive model of care for people living with HIV. However, further investigation is needed in collaboration with a wider audience such as experts within the field of HIV and rehabilitation within the South African context to adapt and validate the model prior to the piloting phase within the study setting.
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